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acute	 setting,	 with	 referral	 to	 inpatient	 rehabilitation	 services	
for	a	minority.4	Though	an	injury	may	be	clinically	categorized	as	
“mild,”	individuals	can	go	on	to	experience	longer‐term	cognitive,	
psychological,	 emotional	 and	 social	 effects,	 frequently	 resulting	
in	“hidden	disability”.5	Families	navigate	a	complex,	changing	sit‐
uation	that	may	include	mood	disturbances	associated	with	their	





National	 Institute	 for	Health	 and	Care	Excellence	 (NICE)	 guid‐
ance	 in	 England8	 recommends	 that,	 on	 discharge	 from	 hospital	
following	 head	 injury,	 patients	 should	 be	 provided	 with	 an	 infor‐
mation	sheet.	 Information	giving	has	limited	effectiveness	in	other	
conditions,	such	as	stroke.9	However,	for	many	people,	this	method	
represents	 the	 extent	 of	 support	 received	 as	 they	 attempt	 to	 re‐
integrate	 into	 everyday	 life.	 Health‐care	 services	 often	 respond	
reactively	to	emerging	consequences	of	TBI	and,	 in	the	context	of	
complex	referral	routes	and	care	pathways,	people	with	TBI	may	not	
be	offered	 follow‐up,	particularly	 if	 this	was	not	 considered	 to	be	









mation	 as	 set	 out	 in	 the	 “Five	Year	Forward	View”.13	 Frameworks	









of	 “patient	 activation,”	where	 those	 deemed	 “more	 activated”	 are	





people	 value	most	 are	 to	 be	 included	 and	 socially	 distributed	 re‐
sources	are	to	be	recognized.
The	 conceptualization	 of	 TBI	 as	 an	 abrupt‐onset,	 acute	 condi‐
tion	 can	 hinder	 understandings	 of	 longer‐term	 challenges.	 Unlike	
many	other	long‐term	conditions,	self‐management	as	a	framework	





More	 than	 a	 decade	 ago,	 a	King's	 Fund	 report	 recommended	
that	 organizations	 should	 develop	 flexible	 approaches	 to	 SSM,	
highlighting	a	need	for	development	of	professionals'	skills	 in	this	
approach.20	 However,	 research	 suggests	 that	 efforts	 to	 promote	
support	for	self‐management	have	rarely	achieved	the	sustainable	
improvements	 that	 policy	 leaders	 anticipate.21	 Achieving	 SSM	 in	
everyday	 practice	 increasingly	 needs	 to	 recognize	 organizational	
contexts	 and	 values,	 as	 well	 as	 motivations	 and	 behaviours	 of	
health‐care	 professionals.	 Challenges	 for	 SSM	 interventions	 in‐
clude	 commonly	 encountered	 objections	 from	 health‐care	 pro‐
fessionals	 about	 involving	people	 in	 their	 care,	 for	example:	 “We	
already	 do	 it,”	 “Patients	 don't	 want	 it,”	 “It's	 not	 appropriate,”	 or	
“There	isn't	enough	time	to	do	it”.22,p.33	Recognizing	such	perspec‐



















sionals.23	We	considered	codesign	 to	 refer	 to	 “patients	and	carers	
working	in	partnership	with	staff	to	improve	services”.24,p.1	Settings	
for	 this	 improvement	 project	 were	 an	 NHS	 organization	 across	
two	geographical	sites	(acute	and	rehabilitation	services	of	a	Major	
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vention,	 which	 has	 previously	 been	 implemented	 and	 evaluated	
for	people	 following	stroke.12	The	 intervention	 is	underpinned	by	
principles	 of	 social	 cognitive	 theory	 and	 the	 concept	 of	 self‐effi‐
cacy,	which	concerns	an	 individual's	beliefs	 in	their	capabilities	to	
produce	 given	 attainments.26,27	 Self‐management	 approaches	 to	
increase	 self‐efficacy	 incorporate	goal	mastery,	 learning	 from	 the	
experience	of	others	 in	a	similar	situation,	psychological	or	physi‐
cal	 feedback,	 and	 social	 persuasion.	 The	 established	 intervention	











in	 each.	 The	 project	 was	 discussed	 with	 people	 with	 TBI	 dur‐
ing	 the	 course	 of	 planned	 reviews	 by	 project	 team	members	 in	
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direction	 about	 the	 appearance,	 content	 and	 layout	 of	 the	 TBI	
books.	They	gave	examples	of	their	experiences	to	shape	content	
of	 staff	 workshops,	 including	 illustrations	 and	 key	 occurrences	
when	they	felt	held	back	from	self‐managing	or	required	different	
support	from	staff.	Discussions	within	these	groups	shaped	next	






of	 themes	 from	 the	 focus	 group	 transcripts.	 The	 individual	 in‐
terviews	were	fully	transcribed,	and	from	these,	vignettes	were	




were	 produced	 and	 reviewed	 by	 members	 of	 codesign	 groups	
and	by	an	advisory	group	of	multidisciplinary	 staff	 representa‐




strategies	 and	 space	 to	 record	 personal	 targets	 and	 progress;	
and	 (c)	a	book	for	family	and	friends,	aiming	to	share	 ideas	and	




In	 addition,	 a	 group	of	people	 living	with	TBI	 and	 family	mem‐





a	complex	 intervention	with	multiple	 interacting	components	 (see	
Figure	1).	As	a	new	intervention	to	support	self‐management	chal‐
lenges	 conventional	 ways	 of	 working,	 we	 used	 components	 of	
Normalization	Process	Theory	(NPT)	to	guide	our	approach	and	to	
evaluate	 implementation.29	 NPT	 describes	 how	 practices	 can	 be‐
come	 routinely	 embedded	 in	 social	 contexts,	 considering	 compo‐




We	 sought	 understanding	 of	 contextual	 factors	 by	 taking	
an	 iterative	 view	 of	context	as	 “part	 of	 the	 action”	 of	 imple‐
mentation,	which	 changes	 over	 time,	 rather	 than	 a	 static	 back‐
drop.30	 We	 considered	 everyday	 language	 and	 interactions	 in	
the	 organizational	 setting,	 with	 focus	 on	 verbal	 communica‐
tion	 and	 exchanges	 with	 stakeholders,	 through	 meetings	 with	
representatives	 from	 therapies,	 nursing,	 medical,	 psychology,	
managerial	 and	 third	 sector	 staff,	 and	 a	 group	 of	 people	 living	
with	TBI	and	family	members.




cruit	 staff	 for	 the	 training.	 Real‐time	 feedback	 to	 project	 clinical	
coordinators,	 from	 staff	who	were	 integrating	 the	 approach	 into	
their	 practice,	 allowed	 exploration	 of	 responses	 within	 dynamic	




or	 home)	 to	 give	 a	 sense	 of	 local	 context	 and	 practicality	 to	 the	
training.	We	considered	engagement	with	“actors”	(professionals),	





In	 our	 approach	 to	 evaluation,	we	 recognized	 that	 the	 innovation	
phase	 of	 an	 intervention	 requires	 a	 different	 approach	 to	 testing	
phases,	 as	 changes	 in	 behaviours	 and	 interactions	 between	 pro‐















sures	 for	 (a)	 changes	 in	 professionals'	 self‐reported	 knowledge,	
beliefs	and	skills	for	supporting	self‐management,	and	(b)	to	eval‐
uate	 representativeness	 of	 the	 patient	 sample	with	whom	 staff	
used	 the	 SSM	 approach	 during	 implementation,	 compared	with	
a	matched	comparator	patient	group.	Patients	were	matched	ac‐













and	 families	 through	 review	of	 focus	group	 transcripts	 and	added	
questions	about	experiences	of	using	the	codesigned	resources.	We	
carried	out	semi‐structured	interviews	with	a	range	of	purposively	
sampled	 multidisciplinary	 staff	 members	 across	 settings,	 people	
who	had	experienced	TBI,	family	members	and	other	supporters.














and	 beliefs	 about	 SSM	 through	 pre‐	 and	 post‐training	 question‐
naires.	Participants	rated	their	level	of	concordance	with	statements	
related	to	self‐management	generated	from	literature.32,33	An	online	
















across	 the	whole	data	 set,	 by	 re‐reading	 transcripts	 and	adjusting	
themes	to	reflect	new	data.	This	process	was	carried	out	by	FJ	with	
PM	 as	 a	 peer	 reviewer,	 through	 iterative	 discussion	 until	 no	 new	
themes	were	identified.
4  | RESULTS
Approximately	70	multidisciplinary	 staff	 from	acute,	 rehabilitation	
and	 third	 sector	 settings	 attended	 three‐part	 training	 workshops	
(see	Table	2),	and	40	staff	including	clinical	leads,	managers	and	peer	
support	volunteers	attended	an	abbreviated	session.	Questionnaire	
data	 are	 available	 in	 the	 online	 Supplementary	 Material	 Data	 S1	
and	S2.	The	analysis	 identified	significant	changes	 in	self‐reported	







month	period	 in	2015.	We	collated	quantitative	data	 for	a	 sample	
of	73	patients	who	had	experienced	TBI	and	had	been	 introduced	
to	the	SSM	intervention.	Fifteen	patients	and	family	members	took	
TA B L E  1  Overview	of	evaluation	plan
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part	in	qualitative	interviews.	Demographic	and	injury‐related	data	
are	available	in	the	online	Supplementary	Material	Data	S1	and	S2.	
The	 group	 with	 whom	 staff	 had	 implemented	 the	 SSM	 approach	
were	 broadly	 representative	 of	 the	 range	 of	 patients	 admitted	 to	
the	Major	Trauma	Centre,	comprising	67%	male,	48%	white	British	
and	ages	between	16	and	80	years.	Implementation	within	the	acute	





gical	 intervention	and	 length	of	 acute	 stay,	 is	 shown	 in	 the	online	
Supplementary	Material	(Appendix	S3).
Collection	of	standardized	follow‐up	measures	was	 limited	due	




parators	 (see	 Supplementary	Data,	 Appendix	 S4).	 Data	 suggested	
higher	 HADs	 for	 the	 matched	 historical	 sample,	 consistent	 with	
greater	 levels	 of	 anxiety	 and	 depression	 in	 the	 pre‐intervention	
sample.	For	SF‐36,	mean	scores	for	physical	health	for	both	groups	











and	 when	 to	 use”;	 and	 “changes	 to	 practice.”	 In	 addition,	 three	
main	themes	were	generated	from	patient	and	family	interviews,	
relating	 to	 the	 role	 of	 the	 intervention	 in	 “helping	 acceptance”;	
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Common language and understanding
Staff	 reflections	 revealed	 ways	 they	 supported	 self‐management	












sisted	 us	 in	 increasing	 our	MDT	working	when	 dis‐
cussing	 implementation…it	 also	means	 the	 language	
and	approach	is	the	same.	Our	approach	is	now	more	
patient	 focused	 rather	 than	 professional	 driven.	
	 (Therapist,	Acute	Trauma)







responded	 well	 to	 the	 idea	 that	 these	 were	 little	
steps	towards	her	bigger	goals.		 (Nurse,	Acute	
Trauma)
With	 the	 family	book	 this	 also	gives	us	 another	dy‐
namic	and	we	now	have	a	tool	to	educate	family	mem‐
bers	 when	 their	 loved	 one	 is	 going	 through	 a	 very	
distressing	phase.		 (Therapist,	Acute	Trauma)























Post‐implementation	 reflections	 revealed	 shifts	 in	 practice	 that	





cue	people.	Having	been	on	 the	 [SSM]	 training	 that	









with	patients	and	 families,	 and	a	willingness	 to	 “actually	give	 it	 a	
go.”
4.1.2 | Patients and families




reading	 it	 is	 just	 me	 and	 the	 book...The	 stories	 are	
good;	they	make	me	feel	I	don’t	have	to	hide	anything.	
The	more	 I	 read	how	[contributors]	had	head	 injury,	
8  |     MÄKELÄ Et aL.
the	more	I	can	open	up.		 (Person	with	TBI,	
Neurosurgical	ward)




and	 similarities	 with	 some	 people’s	 stories	 in	 there	
but	he	thought	he	was	better,	himself.		 (Wife	of	
person	with	TBI,	Community)
I	 found	 the	 ‘Changes	 in	 your	 family	member/friend’	
most	interesting.	Can	see	that	now,	everything	is	not	











Families	 also	 appreciated	 reading	 about	 how	 other	 families	 had	
coped:
You	think	that	it	is	just	you,	so	it	is	nice	to	hear	about	
other	 families’	 experiences.	Without	 those	 stories,	 I	
would	 not	 have	 thought	 about	 other…it	 puts	 it	 into	
perspective.		 (Wife	of	person	with	TBI,	Community)
Help to remember targets and plans
People	 followed	 ideas	 from	contributors	 in	 the	book	to	help	 them	






In	 summary,	 discussions	 with	 staff	 showed	 ways	 the	 SSM	 in‐
tervention	was	perceived	 to	differ	 from	usual	practice	on	an	 indi‐
vidual	 level	and,	 in	pathway	settings	where	teamwork	was	already	
established	 for	 people	 with	 TBI,	 their	 cognitive	 participation	 be‐
came	apparent	 through	accounts	of	 incorporation	 into	usual	 team	
practices.	However,	strategies	to	achieve	collective	action	by	staff	
across	 settings	 (eg,	when	 transferring	 care	 to	 another	ward)	were	

















sional‐patient	 interactions.	 By	 collaborating	 with	 a	 marginalized	
group,	 the	 resources	created	held	meaning	and	 relevance	 to	 them	
and,	in	turn,	to	staff.
The	 strengths	of	 this	project	 come	 from	 learning	about	 imple‐
mentation	across	multiple	professional	groups	and	contexts,	with	a	
cohort	of	patients	previously	excluded	from	self‐management	pro‐






5.1 | Impact on people and systems
We	needed	to	understand	beliefs,	knowledge	and	confidence	at	the	
individual	staff	level	of	evaluation,	but	we	also	sought	to	understand	
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a	need	for	suitable	feedback	processes	to	build	understanding	and	
facilitate	reflexive	monitoring	by	staff	using	the	intervention.
The	 codesigned	 books	 embody	 a	 person‐centred	 approach,	
which	has	a	“natural	fit”	with	patients	and	families	and	provides	staff	




when	 integrating	 SSM	 into	 everyday	 interactions.	 By	 comparison,	
clinicians	referred	to	the	“practice”	of	supporting	self‐management,	
with	and	without	the	books.	This	reflects	an	emphasis	on	strategies	
used	by	clinicians	within	 their	clinical	 interactions,	 to	 foster	confi‐
dence	by	focusing	on	the	assets	and	skills	of	patients	and	families.	
Within	the	SSM	training,	staff	are	discouraged	from	perceiving	the	
intervention	 as	 “a	 book,”	 particularly	 when	 used	 without	 interac‐
tional	support.	Nonetheless,	examples	were	 identified	where	clini‐
cians	asserted	that	patients	were	“not	ready”	 for	 the	 intervention,	




tred	 care:	 “It's	 easy!	 A	 tool	 will	 do”.43,p.383	 Our	 findings	 highlight	
enduring	power	imbalances,	when	health‐care	professionals	decide	
which	people	are	“right”	for	an	SSM	intervention.
5.2 | Limitations and future directions












of	 incentives	 to	 collaborate	 and	 history	 of	 co‐operative	 working	
across	 professional	 groups.48	 Structural	 factors	 also	 impacted	 on	
implementation,	 including	 the	 lack	of	 co‐located	beds	 for	patients	
admitted	 after	 brain	 injury.	 Although	 presenting	 challenges	 in	 the	
achievement	 of	 a	 shared	 approach	 within	 this	 project,	 such	 con‐
textual	 factors	also	open	possibilities	for	future	understandings	of	












a	 more	 active	 role	 in	 recovery.	 Supporting	 self‐management	 can	
therefore	require	a	shift	in	culture,	which	may	be	facilitated	through	
authenticity	achieved	by	the	codesigned	SSM	intervention.
Structures	 and	 materials	 through	 which	 the	 intervention	 can	
become	 embedded	 include	 language	 used	 by	 staff,	 goal‐setting	
practices,	 multidisciplinary	 documentation	 and	 formats	 of	 family	
meetings.	However,	reaching	a	stage	of	sustained	implementation	as	
“the	way	we	do	things	here,”	despite	everyday	pressures	and	com‐





modes	of	 learning	 such	 as	 teaching	 films	 and	web‐based	 support.	
Ultimately,	professionals	need	to	experience	and	share	understand‐
ing	of	longer‐term	effects	of	a	person‐centred	approach,	to	achieve	
a	 level	of	normalization	 in	 their	practice.	Through	 identification	of	
conditions	of	context	necessary	for	their	success,	we	can	enhance	




people	 after	 TBI	 and	 demonstrate	 implementation	 in	 a	 trauma	
pathway.	 A	 whole‐systems	 approach	 to	 self‐management,	 start‐
ing	early	after	 injury,	 can	help	 to	address	hidden	needs,	 achieve	





shared	 understanding.	 This	 project	 has	 confirmed	 our	 preferred	
stance	 of	 SSM	 as	 a	 continuum,	 to	 reduce	 gate‐keeping	 assump‐





linked	 with	 supporting	 Trauma	 Units.	 Since	 this	 project,	 further	
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